There is growing recognition of the reciprocity of suffering by patients and families experiencing terminal illness and the need to improve the quality of their lives as the patient's illness progresses. Research is presented that addresses the importance of a dyadic perspective in recognizing patients' and families' stress and adjustment and the related physical, emotional, social, spiritual and financial needs at the end-of-life. These aspects of quality of life are specifically addressed by palliative care. The philosophy and goals of palliative care are described, as is its role in promoting the best possible quality of life for patients and their families experiencing terminal illness. This article addresses the importance of assessing the dynamics of the family caregiving system and potential palliative care interventions to enhance the quality of life of family caregivers. Implications for research are also discussed.
A PERSON'S FAMILY is often the primary source responsibility of being direct care providers, of physical and emotional support in times However, most family members are unpreof distress. At no time is there any greater stress pared to deal with the physical and emotional than when a person is diagnosed with a termi-needs of their loved ones and the intense denal illness, which engenders myriad complex mands inherent to the caregiver role. Suffering, physical, emotional, social, and spiritual needs, in the form of physical, emotional, social, and Yet, recent changes in the health care system spiritual distress, that accompanies terminal illhave often led to a patient's early discharge ness thus becomes an experience not only of from hospital to home with both acute and the patient, but of their family caregivers. As chronic conditions and with limited or no home the patient's illness progresses, the needs of the care assistance. Many terminally ill patients family also intensify and change, with both paalso are expressing a desire to return home, and tients and family caregivers potentially experiend-of-life care at home is again becoming a encing a significant compromise in the quality part of our social norm. 1 Home care attempts of their lives. to provide a sense of normalcy for the patient Health care professionals are now realizing and to provide an environment that sustains re-that family caregivers are indeed "second-orlationships without the technological stressors der patients" who are in need of care and supinherent in a hospital environment.
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SHERMAN as a philosophy of care, provides a combina-by patients who report that their greatest contion of active and compassionate therapies in-cern is not their own pain, death, or other phystended to comfort and support patients and ical symptoms, but rather the impact of the disfamilies who are living with life-threatening ill-ease on their families. 11 ness. 4 This article will therefore address the reLike patients with a terminal illness, family ciprocal suffering of family caregivers, specifi-members are in transition from living with the cally their physical, emotional, and social needs disease to anticipating the death of their loved and issues in caring for terminally ill family one from the disease. 2 As a result of the illness, members, as well as the associated changes in all members of the family, including the patheir quality of life and the opportunities for tient, face major changes in their lives that nehealth care professionals to improve family cessitate both internal and external adjustcaregivers' quality of life through palliative ments in coping with the multiple aspects of care and related research.
loss. With the fear that death will occur in their absence, family caregivers may refuse to leave the patient's side for even a moment and can RECIPROCAL SUFFERING: THE STRESS have a strong compulsion to attend to the pa-OF FAMILY CAREGIVERS tient's every need with disregard for their own needs. 12 However, if they do tend to their own Suffering is an innate component of incur-needs, they are often wrought with a sense of able and terminal illness as people struggle guilt regarding their own health and their dewith discomfort, disability, and the impending sire to live life. 11 loss of all they have been and all they imagined
In the face of the patient's pain and sufferthey will be. 5 Suffering has been described by ing, family caregivers also may experience a Saunders 6 as "total pain" which involves vari-sense of powerlessness and are often frightous physical, emotional, existential, and social ened and confused by the dramatic physical factors that contribute to the experience. Ac-and emotional changes they perceive in their cording to Cherney and colleagues, suffering is loved one as the disease progresses. 11 There an aversive experience that undermines the may be additional stress for family caregivers quality of life. 7 Chapman and Gavrin 8 charac-from having strangers in the home, physical terized suffering as the perceived physical and changes to the home, and time away from work psychological threat to the integrity of self, and friends. Disruptions in the family memnegative affective quality, sense of perceived ber's social life and the overall loss of social mohelplessness, and perceived loss. In more re-bility, as well as social abandonment by friends, cent history, there has been a recognition of the may negatively effect their quality of life. 3 As intimate reciprocity of suffering by patients a result of these stressors, family caregivers are and families experiencing terminal illness, subject to feelings of anger, jealousy, and an inTheir suffering is inextricably interrelated as crease in their own needs because of their own the suffering of one amplifies the distress of the heightened psychological distress. other. 7 Ferrell 9 also believes that the experience The results of several studies have identified of suffering entails two related processes: one the stress on family caregivers when a member that is intrapersonal, involving the individual's is seriously or terminally ill. Hays, 13 in a deattempt to cope with suffering, and the second scriptive study of 50 patients and caregivers in that is interpersonal, involving the caring of a hospice program, reported that family careothers. Although family members may express givers exhibited increased anxiety and fatigue the rewards of caring for terminally ill relatives, in response to uncontrolled patient symptoms such care can have major psychosocial and in the 10 days before the patient's death. Based physical effects, including heightened symp-on a sample of 77 adults with terminal cancer toms of depression, anxiety, psychosomatic and their relatives, Hinton 14 also found that relsymptoms, restrictions of roles and activities, atives suffered grief and their own strain and strain in relationships, and poor physical ill health with serious depression and anxiety health. 10 This suffering has been acknowledged in the later stages of illness.
Beeney, Butow, and Dunn 15 further reported caregiver responsibilities and nearly one third that the spouse of a person with cancer is sub-of families lose their major source of income or ject to many conflicting emotions and adjust-their savings. 3 The results of a national popument tasks, including conflict among feelings lation-based investigation of people who die of loss, sadness, guilt, difficulty in knowing from cancer support both of these propositions, how to talk with the person who has cancer, The study found that 81% of the sample were worry about the possibility of death, and diffi-cared for by relatives and that more than half culty adjusting to the bodily changes of the of the relatives were unable to obtain the inpartner. The participants stated that there is of-formation they wanted from physicians. Over ten pressure to be strong and supportive for the 25% of relatives reported the need for greater patient, which comes from health profession-financial support, as well as help with domesals who expect that the family will automati-tic chores. 22 cally provide such support. Several studies also When facing the terminal illness of a relative, have shown that the spouse of a cancer patient the suffering extends to every member of the experiences levels of distress at least as severe family as a unit in some way. Family members as that of his or her partner when the disease often spend considerable time reviewing painis advancing. 16 " 18 The results of qualitative ful aspects of the past with feelings of regret studies further indicate that compared with the for disagreements, conflicts, or failures and a comments by patients, relatively few family wish that relationships with the patient and caregivers describe terminal illness as a with each other were somehow different. With growth-promoting experience. 19 This may in-each family member's unique experience of the dicate that caregivers are at even greater risk stress, families may find it difficult to pull tofor distress that would affect their quality of gether to effectively cope with the imposed life life. As such, health care costs may be inad-changes. In families where communication is vertently increased if a large proportion of care-indirect, little agreement about the nature of the givers need psychosocial interventions in the problem may exist, and roles may be rigidly face of their own burden and suffering.
entrenched, resulting in conflict with regard to As additional stressors, the family caregiver the delegation of the role responsibilities formust adapt to changes in family roles and re-mally assumed by the ill family member. The sponsibilities by filling in for or delegating the dynamics of families in times of crisis may exrole and responsibilities of the ill family mem-acerbate a lack of tolerance for differences in ber, while attempting to meet the increased opinion. Additional conflict also may occur emotional needs of other family members and when family members differ in their preferperforming standard family functions. 20 Blan-ences for the location of care. Certain family chard, Albrecht, and Ruckdeschel 21 noted that members may prefer to care for their relative cancer causes changes in the family's identity, at home, while others may be reluctant or roles, and daily functioning, with 20% to 30% refuse to provide such care, given their perof partners suffering from psychological im-ceived limitations in coping with the physical pairment and mood disturbance as a result of and emotional stress and the fears related to a spouse's cancer. Factors that predicted high such a responsibility. The success of home care levels of spousal distress included disease is therefore dependent on the availability of an stage, emotional adjustment of the patient, gen-able and willing caregiver, comprehensive and der, age, marital adjustment and family func-reliable home care resources, the patient's tioning.
physical condition, and a suitable home care Family members, as key providers of patient environment. 23 care, also have informational needs because Indeed, coping with a terminal illness rethey share the responsibility for decision mak-quires many life changes for both patients and ing and for addressing the ongoing and often their family members. Through a qualitative intimate daily needs of the patient. The finan-study, Davies, Reimer, and Marten 23 identified cial burden on families is also significant be-the experience of transition in families with tercause 25% of caregivers lose their jobs due to minal illness. The transition begins when fam-ily members make significant attempts to re-and health care on a person's daily activities define their life situation in terms of how they and sense of well-being. 27 Patients' perceptions view themselves, the patient, and each other, of their quality of life relates to their personal, Although both family caregivers and patients subjective evaluation of their life experiences may acknowledge the extra responsibilities and their ability to control all aspects of their and burdens of care, there is often a mutual of-lives and of their illness. 28 fering of support and reassurance to alleviate
Beyond a global definition of quality of life, the sadness and depression that may accom-investigators are now interested in the meapany role changes. Contending with change surement of the dimensions of quality of life, also includes attaining or maintaining mean-which includes physical well-being, emotional ingful relationships as both patients and fam-well-being, social well-being, health and funcily members recognize the limited time they tioning, spirituality, and treatment satisfachave together, and both grieve the loss of their tion. 29 " 31 In fact, King et al. 32 suggested that social connections with others. Like the patient, social support, access to the primary care family members struggle with the paradox of provider, socioeconomic status, and the delivliving with and dying from the illness with the ery of health services be measured as addiconflicting desires to fight and keep going ver-tional dimensions of quality of life in the consus the desire to give up. In their search for text of serious illness. All of these dimensions meaning, patients and families affirm spiritual of the patient's quality of life of the patient are values, change life priorities, and examine how also relevant to the quality of life of family the experience of illness has contributed to their caregivers. Some researchers emphasize the personal growth. Importantly, like their dying need to address the financial burden on the loved one, they live day to day to make the family, as well as bereavement and grief resomost of the present as they prepare for death lutions as added dimensions of quality of life on practical, cognitive, and emotional levels.
of the family. 33 In caring for a terminally ill family member, From the dyadic perspective of patients and Byock 5 hopes that both patients and family family caregivers facing terminal illness, qualmembers can transcend their reciprocal suffer-ity of life is an important outcome variable. 11 ing and experience growth through the recog-A dyadic perspective allows for an analysis of nition of each other's love, completion of their of the patterns of perceiving and coping by terrelationships, acceptance of the finality of minally ill patients and their families and death, and achievement of a new sense of self, recognition of the changes in their quality of With this comes the possibility that both will life as the disease advances. In a study of experience dying as a process that can be as Kruse 34 of 50 patient-caregiver dyads in the terprecious as it was painful. minal phase of illness, it was found that patients' and caregivers' forms of perceiving and coping with the end stage of life were signifi-RECIPROCAL SUFFERING AND ITS cantly related. Other researchers report that the EFFECT ON QUALITY OF LIFE:
quality of life of family members revolves A DYADIC PERSPECTIVE around meeting the patient's needs, 35 -36 and that the reciprocal suffering associated with The quality of life of patients and families is terminal illness often has extremely deleterious important across all stages of the illness trajec-effects not only on the patients' but the family tory, but most importantly during the final caregivers' quality of life. 37 phases of an illness. 24 ' 25 Although quality of life The importance of congruence in patientcan mean different things to different people, caregiver perceptions was noted by Miaskowit generally refers to such factors as happiness ski et al., 38 who found that differences in the or unhappiness and satisfaction or dissatisfac-perception of pain between patients and their tion with life. 26 In examining quality of life family caregivers were associated with deletefrom the patient's perspective, one group of re-rious outcomes for both. Based on a sample of searchers described it as the impact of sickness 78 patient-caregiver dyads, it was reported that in noncongruent dyads with regard to pain life for the spouse, with income the next best perception, caregivers had significantly higher predictor. The quality of life of patient and caregiver strain and patients reported signifi-spouses was similar, except for lower spouse cantly more mood disturbance and lower qual-scores in the family domain. It was concluded ity of life than dyads who reported congruence that understanding the effect of a chronic or terin pain perception.
minal illness on the spouse will help health care Based on a longitudinal study, reciprocity of professionals to provide quality care for both suffering was noted by Ell et al., 39 who re-the patient and spouse, ported that caregivers of terminally ill family members experienced distress 1 year after diagnosis with 30% reporting a decline in their PALLIATIVE CARE: ALLEVIATING mental health. More recently, Hodgson et al. 40 RECIPROCAL SUFFERING found that 32% of caregivers experienced severe anxiety at the time of referral to home care Important aspects of the quality of life as for their terminally ill family member and that death approaches include physical concerns 26% remained severely anxious during the last (pain and symptoms), psychological distress week of life. The investigators concluded that (depression and existential anxiety), functionthe health care needs of family caregivers are ing (physical, emotional, and social), spiritual heightened during terminal illness and that ad-well-being, social support, planning for preferdressing the needs of the caregiver is impor-ences in care, and the health care provider-patant to the well-being of the patient. tient relationship. 45 In a longitudinal study of In another study of family members of pa-68 patients with life expectancy of less than 6 tients during the terminal phase of illness, it months, changes in the patients' quality of life was concluded that patients' quality of life were negatively correlated with the number of scores were moderately correlated with family symptoms and perceived symptom distress. 46 members' health during the palliative care Understandably, as their symptoms worsened, phase (r = -0.38, p < 0.05). Furthermore, family patients' physical and functional well-being members' scores on the health index (symp-deteriorated and psychological distress intentoms of stress scale) were significantly lower sified. The changing needs of patients and the than normative scores based on a healthy pop-increase in the patient's physical and emotional ulation. 41 distress significantly contributes to the distress A study of the quality of life and coping of of the family as they attempt to meet the papatients with gynecologic cancer (n = 40) and tient's needs and maintain the functioning of their spouses also confirmed that patients and the family. As the stress and demands of carespouses recorded similar responses with re-giving increase, the family benefits from the gard to overall quality of life and its domains, support of members of the hospice and palliaand that the family domain was the most im-tive care team, who address the holistic needs portant domain in both groups. 42 In a study by of the patient and provide both patients and Wicks et al., 43 the quality of life and the level family with ongoing physical, emotional, soof subjective burden on family caregivers of pa-cial, and spiritual support, tients with end-stage renal disease was examPalliative care is viewed as a dynamic ined. Based on a sample of 96 caregivers and process responsive to the changing needs of patheir relatives, it was found that caregiver qual-tients and their families. Quality palliative care ity of life was related to caregiver burden (r = therefore means a shift not only in the philos--0.40, p < 0.0001), and caregiver self-rated ophy of care, from cure to care, but a shift in health (r = 0.67, p < 0.0001).
the focus of care from the patient to the family Dunn et al., 44 examined the quality of life for as it is realized that the entire family unit is afspouses of patients receiving continuous am-fected when one of its members is terminally bulatory peritoneal dialysis. Based on 38 pa-ill. Given that the "unit of care" is the patient tient-spouse dyads, it was found that marital and family, palliative care offers not only a supadjustment was the best predictor of quality of port system to help patients live as actively as possible until death, but to help the family cope ered. The terminal illness of an immediate famduring the patient's illness and in their own be-ily member often leads to the postponement or reavement. 47 cancellation of educational plans, life events The principles of palliative care focus on the such as marriage, or career goals. The level of individual's right to be informed; respect for distress experienced by family members also the patients and families' needs regarding the may be related to other factors, such as the pasharing of information, timely access to infor-tient's emotional adjustment, gender, age, somation and services in a language that can be cioeconomic status, personality, social support, understood; the availability of palliative care and coping skills, as well as the marital adservices 24 hours a day, 7 days a week; the as-justment of the patient and caregiver. 21 Equally surance of confidentiality; and the commitment important is knowledge of the family's previthat continuity of care will be offered by an in-ous experience with illness and the ethnic or terdisciplinary team of caregivers working col-cultural values associated with illness and carelaboratively with the individual and family. 48 giving. Medalie 51 has suggested assessing famThe palliative care model considers the pa-ily caregivers' knowledge about the illness; tient's and family's subjective experience of ill-their ability and willingness to care for the paness to be as important as objective clinical tient and provide emotional support; their perdata. Palliative care, as a model of care, is more sonal needs; their knowledge of community retolerant of incomplete medical data, is more ac-sources and willingness to accept external cepting of medicine's limitations, and does not support; and their expectations of the palliative equate death with defeat but rather views care team. death as a natural process and conclusion to Palliative care interventions that support the life. 49 The palliative care model therefore patient and family will change as the patient's stresses the humanistic qualities of the patient, disease progresses. Helping family caregivers the family, and care providers and alleviates and patients deal with imminent death must suffering within the context of these intraper-involve discussing advance directives and prefsonal and interpersonal relationships.
erences regarding where to die; preparing for Assessment of patients' and family care-death both emotionally and practically, for exgivers' needs and concerns about quality of life ample, making funeral arrangements; helping will facilitate referrals to the appropriate mem-families deal with "unfinished business" and bers of the palliative care team and promote resolve family-patient conflicts; and supportquality of life and quality of dying. 50 In im-ing patients and families in the relief of emoproving the quality of life for patients and fam-tional or spiritual suffering thorough active lisilies, it is suggested that palliative care clini-tening, meaningful presence, and the teaching cians begin with an assessment of the dynamics of healing strategies such as relaxation, imof the family caregiving system. 51 Understand-agery, or meditation. ing the family organization and functioning, It is important to respect the family careparticularly as it relates to the family member-giver's knowledge of the patient, including the ship, structure and roles, family cohesion, com-patient's desires and preferences, and to enmunication patterns, and decision-making courage family caregivers to participate in all processes, is important in recognizing areas of aspects of the patient's care. However, it is also strength and limitation in dealing with termi-important to recognize the stress of being both nal illness. Clinicians need to be aware that the caregiver (i.e., "pillar of strength") and griever type and stage of illness also may influence in need of support, and to frequently assess the changes in the family organization and func-caregiver's well-being, coping abilities, needs, tional and the need for various intervention and expectations. The clinician needs to acstrategies to maintain quality of life over the knowledge the caregiver's efforts and assess course of the illness.
his or her relationship with the patient and The family life cycle stage and the develop-other family members, while encouraging the mental tasks of the main family caregiver and expression of fears, concerns, loss, and grief. It each family member also need to be consid-is important to put the caregiver in touch with respite services before stress, emotional and quality of life was maintained during the first physical exhaustion, and depression take their month of hospice care. 53 toll.
Within the context of the family as a system, keeping other family members informed of IMPLICATIONS FOR RESEARCH the progression of the patient's illness through periodic family meetings is often appreciated.
Documenting the quality of life experiences Family differences, with regard to values, pri-of terminally ill patients and their families will orities, and attitudes that may place the main enable researchers to compare the relative imcaregiver in a difficult or confrontational po-portance of the various dimensions of quality sition, may be more objectively discussed in of life along the illness trajectory; compare althis forum. Family meetings also provide the tentative approaches to end-of-life care, such family and palliative care team members an as traditional care versus hospice or palliative opportunity to discuss treatment goals and care; compare outcomes across health care setoptions, to solve problems, and to identify tings, specifically home, inpatient, or outpaavailable resources and support networks, tient hospice and palliative care settings; and The meetings allow family members a chance compare the impact on quality of life made by to "vent," to voice their opinions, discuss feel-different types of health care providers. 33 ings and needs, describe painful past experiTo date, few studies have systematically docences that relate to the present experience, and umented the family's and patient's quality of discuss changes in role responsibilities and life and their experience in dealing with a terpotential role conflicts. Health providers also minal illness, as well as the value of palliative may use this occasion to reinforce the impor-care to patients and family caregivers along the tance of their continued support of the patient illness trajectory. 54 Furthermore, most studies and main family caregiver. 51 Through such that have been done are retrospective, using inopen discussions with patients and family terviews with family members after the pamembers, it is possible that each may come to tient's death. Longitudinal, prospective quala new appreciation of their relationship with ity-of-life studies are needed to help providers an expression of care and concern for the determine the type and timing of appropriate other's needs. The intent is that the support-health care interventions. Given that the patient ive efforts of the palliative care team may pro-is central to the family's experience, it is now tect both the patient's and family's quality of recognized that both patient and family should life as death approaches.
be included in the research. 2 As more patients and families receive palliaAlthough studies have identified the stress rive care, there is a need to validate its effec-of family caregivers, particularly in caring for tiveness in promoting both the patients' and a relative with terminal illness, there has also family caregivers' quality of life. The value of been little or no agreement about the charachospice and palliative care to the quality of life teristics of caregivers who may benefit from infor the terminally ill and their family caregivers tervention. 19 The assessment of caregivers' has been supported by two studies by McMil-functional and emotional status is extremely Ian and Mahon. 52 ' 53 Based on a sample of 31 important, particularly in light of the current patient-caregiver dyads, over half of the pa-restrictions in health care reimbursement for tients reported an increase in their quality of hospitalization and palliative care services and life 3 weeks after their enrollment in hospice or the imposed expectations on families who may palliative care, whereas an even higher per-not be physically and emotionally able to hancentage of caregivers reported a significant in-die the responsibility of end-of-life care, crease in the patient's quality of life. 52 In the Two other areas present research opportunisecond study, based on 68 adult primary care-ties. Little attention has been focused on the imgivers of 68 patients with cancer, it was found portance of caregiver function and quality of that the caregiver's and patient's quality of life life and their effect on the patient's quality of were positively correlated and that caregiver's life. Little information is available about dif-
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ferences in the quality of life of patients within and across various end-stage illnesses, such as patients with end-stage respiratory, cardiovascular, renal, or neurodegenerative diseases, and the effects on the caregiver's quality of life as the patient's illness progresses.
The lack of attention to family concerns may be associated with the logistics of conducting research, such as identifying patient-caregiver dyads, and the willingness of both to participate in research. Establishing a trusting relationship with the patient and family and assuring them that the researcher will meet with them on their terms at a time and place that is most convenient is very important.
To reduce subject attrition, the length of the interviews also must be guided by the reactions and needs of patients and families. The difficulties encountered in terms of the high percentage of missing data warn against the use of only one assessment instrument. In studies involving patient-caregiver dyads, the problem of subject attrition due to patient mortality presents statistical challenges with regard to missing data. Multilevel models for repeated measurement data, specifically hierarchical random coefficient models, can be successfully used in analyzing longitudinal, multidimensional quality-of-life data. Such models allow the investigation of underlying behavior of response, such as the estimation of treatment effects, as well as permitting a description of differences between subjects and an analysis of multidimensional outcomes. 55 Through research, new insights can be gained regarding the changes in quality of life of patients and their family caregivers as the disease progresses. Such information informs the practice of palliative care both in terms of the parameters of assessment and the types of intervention strategies that support the quality of life.
CONCLUSION
In their daily practice and research endeavors, health care providers must continue to analyze how they can best support not only the dying patient, but his or her family, and safeguard the quality of their lives as death approaches. Through palliative care, they can take the trembling hands of patients and their families, warm them with care and concern, relieve their pain and symptoms, and support them in their spiritual journey. With knowledge, skill, and compassion, health professionals can alleviate the reciprocal suffering of terminally patients and their families, improving their quality of life until it ends.
